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ABSTRACT 
 
Background: This paper addresses a gap in current research by considering perceptions of 
gender within autistic adults raised as girls.  
Method: We report on an online focus group, in which twenty-one individuals who had been 
raised as girls discussed their gender identities. This discussion was part of a larger study, 
involving forty-three participants from eight countries. An emancipatory approach was 
employed, so that participants set their own agenda, thereby highlighting directly that gender 
identity was significant for them. The discussion was open for two weeks, following which 
the transcript was analysed using Applied Thematic Analysis.  
Results: Participants reported not identifying with typical presentations of the female gender 
for a variety of reasons, linked both to autism and to socio-cultural expectations.  Participants 
described childhoods of being a tomboy or wanting to be a boy, having difficulties 
conforming to gender-based social expectations and powerful identifications with their 
personal interests.  
Conclusions: Consideration is given to the ways in which autistic individuals conform to, or 
resist, gendered roles, as well as the implications for identity formation within autistic 
individuals raised as girls. The innovative emancipatory design proved effective in giving 
voice to a group who have had little presence within the academic and medical communities 
and, through its use of online platforms, in engaging a large and internationally-based 
participant sample. This paper highlights both the importance of approaching autism from an 
intersectional perspective that takes greater account of context, and the unique contributions 
that autistic individuals can make to current understandings within autism research. 
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Introduction 
Investment in research focusing on the autism spectrum has risen rapidly over the past two 
decades. However, the vast majority concentrates on early childhood
1,2
. The need for more 
research that directly addresses the needs of autistic adults and explores their lived experience 
has been well identified
3,4
. The existing research base also tends to focus upon males, so that 
support systems are therefore tailored towards the needs of males, despite growing evidence 
that the female experience is significantly different and in need of particular attention
5,6
. The 
limited literature available suggests that autistic individuals, including autistic women, may 
be at higher risk of serious mental health issues and suicide
7,8
 and overall premature mortality 
rates
8,9
. Additionally, there is considerable evidence that within sexual minority and/or 
transgender groups, there is a  higher incidence of suicidal behaviours
10,11
. Thus, for autistic 
individuals experiencing atypical gender identity, there is a complex interplay of different 
and distinct challenges that may be compromising their mental health, but which have been 
largely overlooked. This paper seeks to address this gap in our understanding, by reporting on 
a study which explored the lived experience of adults who were raised as girls and diagnosed 
with autism in adulthood, using an online methodology to engage them as active participants 
at all stages of the research. Within this paper we refer to our participants as adults raised as 
girls, in recognition of the diversity of gender identity represented here.  
 Gender expression and autistic individuals  
The social presentation of the self can be a particular struggle for disabled individuals
12
. For 
women, it has been noted that being disabled (particularly physically) can make it very 
difficult to identify with the desirable female image presented by the media
13
. Autistic 
women may face similar, but also very different, kinds of struggle. Autism is often described 
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as an ‘invisible’ disability and has its own unique personal and social challenges14. As Shelly 
(2004, 7)
15
 has observed:  
“If gender is a social construct, then autistic people, who are less aware of social norms, are 
less likely to develop a typical gender identity. Autistic girls may not envisage themselves 
becoming wives and mothers when they grow up. If social constructs are made of symbols 
and representations, then autistic concreteness may lead to a less generalized, and more 
personal gender identity. Therefore, autism may redefine womanhood in a unique way.” 
Autistic gender is being discussed at length within autistic communities, which often describe 
atypical presentations of gender
16
,whereas when discussed in academia, autistic gender 
expression is often pathologized and framed in traditional binary terms (masculine/ 
feminine)
17
. The challenges autistic individuals face consist of a combination of a complex 
interplay between different aspects of their personal lives and identities
18
. It is imperative, 
therefore, to investigate them in a meaningful way that takes this into account. 
Emancipatory research 
This project endeavoured to follow the main principles of emancipatory research, an 
approach akin to participatory research, whereby   participants are active stakeholders within 
all aspects of the research process
19
. Throughout this study, participants were encouraged to 
be co-researchers, directing the research agenda, setting their own questions and commenting 
upon the analysis and findings. In this way, it was hoped that they would derive personal 
benefit from the research. We aimed not only to record and represent their experiences, but 
also through  dissemination to initiate broader change for the benefit of the whole 
community
20
. Emancipatory research has only recently and very sporadically been used in the 
field of autism research
21
 
22
. The social and communication difficulties associated with 
autistic individuals have caused researchers to be cautious, perhaps overly so, about 
consulting them, despite evidence from autistic and non-autistic researchers that this can be 
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done effectively
23,24
. This relative absence of representation of autistic individuals deprives 
the research community of the insights of autistic people, and as Ne’eman has observed, has 
put autism behind other areas of disability self-advocacy
25
. 
There are important benefits for research communities and participants alike in adopting an 
emancipatory research approach. Waltz
26
 has claimed that the accuracy of results is likely to 
improve by directly involving participants, because their insights can provide important 
information about their needs, priorities and challenges, which may be overlooked by non-
disabled researchers. Likewise, autistic researcher Milton
27
 has reflected on the production of 
knowledge in autism studies and the fact that it is largely based on interpretations from non-
autistic researchers, neglecting the autistic perspective. Yet the  insights of autistic 
participants are of the utmost importance, if research communities are to have access to their 
unique ways of thinking
28
 and reflect their priorities. An emancipatory approach was also 
deemed appropriate since this research was inspired by the personal experiences of the first 
author, who is autistic. The first author met most of the participants online, through her 
journey to awareness of her own challenges.  
Methods 
Participants 
The entire study recruited forty-three participants who were raised as girls from eight 
different countries (UK, USA, Canada, Norway, Germany, the Republic of South Africa, 
Australia and New Zealand) (of which twenty-one participated specifically in the discussion 
on gender identity that is the focus of this paper).  Ages ranged between twenty-one and fifty-
two.  The first researcher originally made a post on a Facebook group for autistic women 
which was dedicated to connecting autistic women with each other and discussing issues that 
are faced by them. The sample was self-selected and, using a snowball approach, participants 
could refer other appropriate contacts to the first author to be included in the research 
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process. 
29
 In the post made in that Facebook group participants were asked if they would be 
interested in participating in a research study exploring the experiences of autistic women 
that would be conducted by the first author as part of her M.Ed. dissertation. Participants 
were asked to join a new, ‘secret’1 group in order to participate in the research. In order to 
fulfil inclusion criteria, participants had to have been raised as a girl, be over the age of 
eighteen, willing to participate online via Facebook, and self-identify as being autistic.  
Approach 
This research was conducted entirely online. Online research allows the application of 
different methodological approaches 
30
 and can facilitate the anonymity and protection of the 
participants
31
. In a study that included women of a sensitive population - surviving birth 
trauma 
32
, online interviews were found to make participants feel heard and acknowledged, 
creating a sense of belonging through their connection with other women experiencing 
similar challenges and providing closure on some aspects of their past. It can provide access 
to populations not otherwise accessible
31
, which was important in this case, where the target 
group are otherwise largely ‘hidden’ and often isolated. Indeed, it enabled access to a multi-
cultural, international and diverse sample. It was also deemed appropriate as electronic 
communication is often cited by autistic adults as a preferred way to communicate
33,34
, due to 
its relative simplicity and lack of social pressure. The study received formal ethical consent 
from the University where it was conducted. However, in keeping with its emancipatory 
philosophy, the negotiation of consent was treated as an ongoing consensual process rather 
than one event. Through the dialogues both during and following the data collection and 
analysis, participants had multiple opportunities to raise questions or concerns.  
Data collection 
                                                          
1
 A ‘secret’ Facebook group is one that cannot be accessed or searched by anyone other than its members 
(https://www.facebook.com/help/220336891328465?helpref=about_content). 
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Data was collected via an online focus group discussion. The intention was to create an 
online environment similar to those where discussions of this type were already taking place 
(ie. online groups for autistic adults), in order to encourage a naturalistic discussion to evolve 
inside this protected space. Table 1 illustrates how the data collection and analysis for the 
study as a whole was planned, in order to subvert the typical structure, whereby the 
researcher drives the research agenda and participants respond. Instead, the first author 
sought to position herself as enabler, with participants driving the agenda. [Insert Table 1 
here] After formally consenting to participate in the research, participants were invited to join 
an initial discussion (‘stage 1’) in which they were simply asked to describe the topics they 
would like to discuss during the research. Contributions were then analysed and themed into 
five separate discussion topics (‘stage 2’) In this way, discussion topics were decided upon by 
participants, rather than the first author. Each discussion was open for two weeks in turn and 
the entire process of data collection (for the whole study) lasted approximately three months. 
After the end of the research process, the participants had the opportunity to provide 
comments on the final draft of the dissertation (‘stage 3’). In this paper we have focused only 
on the second discussion topic, which centred on personal identity (see Appendix 1). 
Participation 
The discussion developed freely over the agreed time period, deliberately following a 
relatively unstructured approach in order to prioritise the voice of the participants rather than 
the curiosity of the researcher
35
. The first author took an observing role and did not 
participate in the discussions, other than to post the initial topic to open the discussion and to 
send reminders before it closed. No comments were made, and no clarification was sought. 
The intention throughout was to uphold emancipatory principles and not influence 
participants’ contributions, consciously or unconsciously.  
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Participants could contribute in two ways: either by posting comments or by ’liking’ specific 
comments posted by others.  Comments which had been ’liked’ were considered separately 
during the analysis as it seemed likely that some participants might prefer to ‘like’ comments 
with which they agreed, rather than make a comment directly, and the ‘liking’ of a comment 
was a reasonable indicator of support or agreement for the content. In practice, most 
participants chose to participate in both ways. Individuals within the group were identifiable 
by their comments, so participants were also given the option of sending a personal message 
or e-mail to be posted anonymously by the researcher. One participant took this option on one 
occasion. 
Following analysis of the discussion data, the analysis itself was posted in the group area so 
that participants could read and comment (‘stage 3’). Feedback was unanimously positive, 
and participants liked the clear and systematic presentation of the final product:  
“The main thing I noticed is how amazing is that you managed to get together all those 
statistics on how many people liked and commented and stayed silent in each thread, that just 
baffles my brain!”  (Ruth).  
After the research project ended, the group continued because participants wanted to stay in 
touch and be informed about the progress of the project. The final draft of this publication 
was also shared in the same group. Participants agreed with the content and also noted their 
appreciation that something was coming from the project in which they had participated. 
The data was analysed using Applied Thematic Analysis (ATA), a phenomenological 
approach which focuses on representing participants' experiences and perceptions, as well as 
be systematic and transparent in its methods
36
. NVivo 2010 was used for the coding process, 
which followed a close reading of the transcript. Data were coded freely in the first instance, 
before being grouped into themes according to frequency. Likes were considered separately 
rather than as part of core data, since these were open to misinterpretation.  (Sometimes it 
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was not clear which part of the post the ‘like’ referred to, and sometimes was used as a means 
of showing support rather than necessarily agreement).   Analysis was conducted primarily by 
the first author, with input from the study participants and the second author. 
Results 
During this two-week discussion, twenty-one participants participated overall. Nineteen 
participants posted comments, of which fourteen also ‘liked’ other posts, and two ‘liked’ 
other posts without commenting themselves. All the names included in this document are 
pseudonyms created to preserve the participants’ anonymity. 
Table 2 summarises themes and participation relating to this discussion [insert table here]. 
These themes will now be considered in detail in two respects: firstly, in terms of how 
participants described expressing their gender as they were growing up, and secondly, the 
ways in which participants perceived their gender identity in relation to their experience of 
being autistic.  
Gender expression and gender identity 
Notably, all participants in this discussion felt that they didn’t relate to the typical 
presentation and activities of the female gender. The majority reported having male interests 
or being ‘tomboys’: I grew up a tomboy...I played on a boy’s baseball team for years, had 
mostly male friends, and as an adult have mostly held ‘male’ jobs, landscaping and 
construction. However, I have a more compassionate, ‘feminine’ temperament, and enjoy 
quiet activities like sewing and drawing (Liz).  
 or wanting to be boys growing up:  
I believed myself to be a boy and was mortified and sick when I start developing as a girl 
(Ruth).  
A number of participants described occasionally enjoying activities that they considered to be 
typically female as well as activities they considered to be typically male:  
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I always had a pretty even split of "girl toys" and "boy toys" - baby dolls, Ninja Turtles, 
stuffed animals, Ghostbusters, stickers, dinosaurs, crafty stuff, Lego. (Kate).  
Most participants reported having a fluid sense of gender, being gender-queer or feeling male 
and female and seeing others in the same way. For example, Clare described:  
Love & desire have more to do with the personality of the individual than gender does. 
 An absence of a sense of gender, or being unsure of how their gender should ‘feel’ was 
another common report:  
As a child and even now, I don't ’feel’ like a gender, I feel like myself and for the most part I 
am constantly trying to figure out what that means for me (Betty). 
Many participants also described feeling agender or not identifying with a gender:  
I don't feel like a particular gender I'm not even sure what a gender should feel like (Helen).  
Only one participant reported themselves as being transgender:  
Ι remember the first time Ι read about gender dysphoria in a psychology book Ι understood 
myself and gender. I am a man in a female body, […] Ι have been a boy who has grown into 
a strong, gentle man (Mike).  
Participants also noted that some of their experiences reflected prevalent attitudes when they 
were children. As Sally reflected:  
Sometimes I wish I was born during today's times. Today is a different age, and so many 
differences are being accepted and embraced. Maybe there's much more hope in the future if 
things keep going that way. 
Participants also described ‘masking’ their autistic behaviours during childhood but tended to 
view this as something they resisted as adults.  (I am even less likely to conform to anything 
now that I'm older. Rachel) 
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These accounts, though very different, conveyed a common experience of individuals finding 
themselves unable to identify with the typical gender expectations within their environments, 
and their individual struggles to make sense of themselves against these. 
The effect of being autistic on gender identity 
Participants also discussed how discovering their autistic identity has helped them accepting 
themselves. Sally said:  
“Finding out that I am an individual with autism has helped me understand myself a lot. It 
explains why I've been so different and why I struggle with male/female roles and identity. It 
helps me to better accept myself. It doesn't solve the struggles, but it helps with my own 
personal acceptance.”  
Of particular note is the extent to which interests played a role in defining both gender 
identity and identity in general. Most participants within this study characterised their sense 
of identity as ‘fluid’ and defined more from their interests: “My sense of identity is fluid, just 
as my sense of gender is fluid […] The only constant identity that runs through my life as a 
thread is ‘dancer’. This is more important to me than gender, name or any other identifying 
features… even more important than mother. I wouldn’t admit that in the NT world as when I 
have, I have been corrected (after all Mother is supposed to be my primary identification, 
right?!) but I feel that I can admit that here” (Taylor). 
Mine is Artist. Thank you, Taylor. (Jessie) 
Participants also discussed ways in which the discovery of their autistic identity had helped 
them to accept themselves. Sally wrote: I don't want to be male. Yet I don't share the female 
interests most women have. I don't fit either. I wish there was a neutral. (Sally)  
Here, participants spoke passionately about areas of identification related to personal 
interests. Autism in this context served as an explanation for their personal outlooks, 
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perceived to be at odds with typical non-autistic perspectives. These were accounts of more 
fluid identity constructions, less constrained by social expectations. 
 
Discussion 
To date, autism research has been largely male-focused, understood to be a predominantly 
male condition. This has greatly and detrimentally affected the experiences of autistic 
women
37
 , and indeed any autistic individuals not conforming to the expected ‘type’, such as 
queer
2
 autistic people
38
. Many have grown up not knowing they are autistic or have been 
repeatedly misdiagnosed. Within this study, we have endeavoured to tackle existing gaps in 
the research by engaging directly with autistic adults who have been raised as girls. 
Participants in this study provided powerful narratives describing feelings of alienation 
provoked by the pressure to conform to ‘gender-typical’ and ‘neurotypical’ expectations of 
them. Gender identity is traditionally perceived in terms of binary categories, which is not 
useful for those who do not conform to them 
39
. Recently,  discourses on gender have 
included a wider range  of gender identities which reflect more accurately the diversity of 
human experience, for example  agender, bigender and transgender 
40
. Whilst mainstream 
acceptance of this diversity may still be problematic, there is at least a growing recognition of 
its existence. At the same time, societal expectations of women within western cultures have 
gradually begun to allow a broader range of opportunities and interests.  
Autistic individuals have described feeling pressure to “mask” their autism.14,41,42 . They 
often do that by ‘performing’ normative gender roles. In doing so, they are often adopting 
behaviours that are not instinctive to them and pretending to be someone they are not. For the 
participants of this project, this attempt to conform stopped as they grew older, but was a 
                                                          
2
 ‘Queer’ is an umbrella term that is used to describe people who are not heterosexual and/or cisgender (do 
not identify with the gender they were assigned at birth). 
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practice many of them adopted at a younger age and may have been part of the reason they 
were confused about their gender identity. This may also provide some explanation for the 
high occurrence of mental health problems in autistic individuals. Participants in this study 
articulated these challenges and their own efforts to navigate them, describing struggles that 
persisted over many years. Davidson and Tamas 
16
 highlight that ‘doing’ gender as socially 
expected can be incredibly draining for autistic individuals. Discovering their autistic identity 
might help autistic individuals process their gender identity as well. Autism is directly 
associated with difficulties in understanding social concepts and social rules. Much has been 
written about the tendency, deliberate or accidental, of autistic people to breach social 
conventions. 
There were also positive narratives describing ‘growing out’ of the pressure to conform, and 
participants gave passionate accounts of the ways in which they identified with, and were 
supported by, the interests they chose to follow personally or professionally.  The connection 
between participants’ interests and gender identity was an important and unexpected finding 
of this research. Participants’ questioning of their gender identity often stemmed from their 
interests not conforming to those typically associated with femininity.  According to Butler 
43
: “the body becomes its gender through a series of acts which are renewed, revised, and 
consolidated through time”. In other words, participants found it difficult to see themselves 
as women because their acts, motivated by their interests, differed significantly from those of 
the majority of other women. Autistic individuals have been described as being monotropic in 
their pursuance of personal interests 
44,45
, which in turn can become a very important part of 
their identity. This is perhaps why being identified as autistic was described by the 
participants as helpful in understanding their difference.  To return to Shelly’s 15 quote: 
“Autism may redefine womanhood in a unique way”.  
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These findings have important implications for the sector, both for our understandings of 
autistic individuals and for our understandings of the barriers they face. On the one hand, the 
accounts here give an indication that gender identity is a significant issue for many autistic 
individuals as they grow up. Given the vulnerability to mental health difficulties and social 
exclusion for both autistic individuals and for individuals with non-binary gender identities, 
we, suggest that services within both sectors need to recognise this intersection. On the other 
hand, these accounts reinforce the importance of supporting and recognising the personal 
interests of autistic individuals. Here, personal interests served not only as enjoyable pursuits 
and a potential means of success within employment. They also provided positive and 
consistent identities for the participants in this study, serving as an important anchoring point 
for them in their lives. Studies which have explored intersections between different 
marginalised identities have considered how the interplay between social identities might 
serve to shape a new, unique sense of identity not represented in the current discourses. The 
accounts in this study are significant in illustrating the ways in which autistic individuals both 
navigate and move beyond the constraints of their conferred identities (autistic/non-autistic; 
female/non-binary) to inhabit new identities of their own making 
46-48
. 
Its findings also serve to provide an important reminder – autism does not exist in a vacuum - 
as a social disability, it is by definition socially situated. Attempts to understand the full range 
of autistic experiences need therefore to take account of the complex interplay of different 
factors within the individual, whether they relate to gender, race, culture, class or anything 
else likely to influence personal identity
49
. This research, in focusing upon two elements, 
could not avoid the neglect of others, but nevertheless has striven to provide a platform for 
some of the more marginalised autistic voices. More autistic-led, participatory and 
emancipatory research is needed in order to increase our understanding of how best to break 
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down the barriers that constrain opportunities for autistic individuals and to understand 
autism not as a biological deficit, but as a form of “neurological queerness”50. 
Within this study, we have endeavoured to tackle existing gaps in the research by engaging 
directly with autistic adults using an emancipatory framework. However, every study 
contains limitations, and we recognise those inherent in the methods employed here. Our 
research participants were self-selected and by necessity had literacy skills and an interest in 
online communication. Generalisability of findings may therefore be limited. Nevertheless, 
the research represents the voices of a group who have often found themselves 
misrepresented and/or completely absent from academic discussions, and so, despite the 
limitations, it provides important new understandings and may well have broader relevance.  
The data for this study were collected by the first author, endeavouring to the principles of 
emancipatory research throughout. The initial conception of the project was influenced by the 
community from which the participants were recruited, and the first author was a part of the 
autism community before the beginning of the process. This was an important factor behind 
their motivation to participate and share sensitive areas of their lives, as many of them 
confirmed at various times. Although the first author’s personal gains from the process are 
undeniable, there is evidence that participants did perceive a personal benefit, as many of 
them disclosed to the first author that participation had been valuable for them. Participants 
commented that the study was an accurate and valuable representation of their voice and were 
enthusiastic to have its findings published. They also reported that participating in this project 
helped them communicate their experiences more easily to others outside of the study. 
Perhaps the most important message arising from the emancipatory approach is the freedom 
of expression it offered to its participants. Through this, notwithstanding the points above, 
participants not only reflected upon these aspects of their identities, but also highlighted the 
need to go beyond them and see the ‘dancer’ and the ‘artist’. Just as autism research risks 
19 
 
neglecting the experiences of autistic women, research such as this study, with its focus on 
‘identities of disadvantage’ potentially risks neglecting the individual experience. Our 
participants ensured that this did not happen, and instead offered empowering accounts of the 
development and expression of their different identities, negative and positive.  
References 
1. Pellicano L. A future made together: new directions in the ethics of autism research. Journal 
of Research in Special Educational Needs. 2014;14(3):200-204. 
2. Insel T, Daniels SA. Future directions: setting priorities to guide the federal research effort. 
In: Amaral DG, Dawson G, Geschwind DH, eds. Autism Spectrum Disorders. New York: Oxford 
University Press; 2011:1361–1368. 
3. Howlin P, Arciuli J, Begeer S, et al. Research on adults with autism spectrum disorder: 
Roundtable report. Journal of Intellectual & Developmental Disability. 2015;40(4):388-393. 
4. Parsons S. ‘Why are we an ignored group?’ Mainstream educational experiences and current 
life satisfaction of adults on the autism spectrum from an online survey. International 
Journal of Inclusive Education. 2015;19(4):397-421. 
5. Pellicano E, Dinsmore A, Charman T. What should autism research focus upon? Community 
views and priorities from the United Kingdom. Autism. 2014;18(7):756-770. 
6. Shefcyk A. Count us in: addressing gender disparities in autism research. Autism. 
2015;19(2):131-132. 
7. Cassidy S, Bradley P, Robinson J, Allison C, McHugh M, Baron-Cohen S. Suicidal ideation and 
suicide plans or attempts in adults with Asperger's syndrome attending a specialist 
diagnostic clinic: a clinical cohort study. The Lancet Psychiatry. 2014;1(2):142-147. 
8. Cassidy S, Rodgers J. Understanding and prevention of suicide in autism. The Lancet 
Psychiatry. 2017;4(6):e11. 
9. Hirvikoski T, Mittendorfer-Rutz E, Boman M, Larsson H, Lichtenstein P, Bölte S. Premature 
mortality in autism spectrum disorder. The British Journal of Psychiatry. 2016;208(3):232-
238. 
10. Grossman AH, D'Augelli AR. Transgender youth and life‐threatening behaviors. Suicide and 
Life-Threatening Behavior. 2007;37(5):527-537. 
11. Russell ST. Sexual minority youth and suicide risk. American Behavioral Scientist. 
2003;46(9):1241-1257. 
12. Murugami MW. Disability and identity. Disability Studies Quarterly. 2009;29(4). 
13. Lonsdale S. Women and disability: The experience of physical disability among women. 
Macmillan Education; 1990. 
14. Davidson J, Henderson VL. ‘Coming out’ on the spectrum: autism, identity and disclosure. 
Social & Cultural Geography. 2010;11(2):155-170. 
15. Shelly S. Women from another planet: Feminism and AC awareness. 2004. 
16. Davidson J, Tamas S. Autism and the ghost of gender. Emotion, Space and Society. 
2016;19:59-65. 
17. Jack J. Gender copia: Feminist rhetorical perspectives on an autistic concept of sex/gender. 
Women's Studies in Communication. 2012;35(1):1-17. 
18. Lawson WB, Lawson BM. Transitioning Together: One Couple's Journey of Gender and 
Identity Discovery. Jessica Kingsley Publishers; 2017. 
19. Stone E, Priestley M. Parasites, pawns and partners: disability research and the role of non-
disabled researchers. British Journal of Sociology. 1996:699-716. 
20 
 
20. Kramer-Roy D. Using participatory and creative methods to facilitate emancipatory research 
with people facing multiple disadvantage: a role for health and care professionals. Disability 
& Society. 2015;30(8):1207-1224. 
21. Milton DE, Bracher M. Autistics speak but are they heard? Journal of the BSA MedSoc Group. 
2013;7:61-69. 
22. Nicolaidis C, Raymaker D, McDonald K, et al. Collaboration strategies in non-traditional CBPR 
partnerships: lessons from an academic-community partnership with autistic self-advocates. 
2011. 
23. Harrington C, Foster M, Rodger S, Ashburner J. Engaging young people with autism spectrum 
disorder in research interviews. British Journal of Learning Disabilities. 2014;42(2):153-161. 
24. MacLeod AG, Lewis A, Robertson C. ‘CHARLIE: PLEASE RESPOND!’ Using a participatory 
methodology with individuals on the autism spectrum. International Journal of Research & 
Method in Education. 2013;37(4):407-420. 
25. Ne'eman A. The Future (and the Past) of Autism Advocacy, Or Why the ASA’s Magazine, The 
Advocate, Wouldn't Publish This Piece. Disability Studies Quarterly. 2010;30(1). 
26. Waltz M. Participatory and emancipatory autism research: What’s the problem? Autism 
2006 virtual conference; 2009. 
27. Milton DE. Autistic expertise: a critical reflection on the production of knowledge in autism 
studies. Autism. 2014;18(7):794-802. 
28. Milton D, Mills R, Pellicano L. Ethics and autism: where is the autistic voice? Commentary on 
Post et al. Journal of autism and developmental disorders. 2012;44(10):2650-2651. 
29. Baltar F, Brunet I. Social research 2.0: virtual snowball sampling method using Facebook. 
internet Research. 2012;22(1):57-74. 
30. Hamilton RJ, Bowers BJ. Internet recruitment and e-mail interviews in qualitative studies. 
Qual Health Res. 2006;16(6):821-835. 
31. Mann C, Stewart F. Internet interviewing. In: Gubrium JF, Holstein JA, eds. Handbook of 
interview research: Context and method. USA: Sage; 2002:141-159. 
32. Beck CT. Benefits of participating in internet interviews: women helping women. Qual Health 
Res. 2005;15(3):411-422. 
33. Benford P, Standen P. The internet: a comfortable communication medium for people with 
Asperger syndrome (AS) and high functioning autism (HFA)? Journal of Assistive 
Technologies. 2009;3(2):44-53. 
34. Sinclair J. Autism Network International - The development of a Community and its Culture. 
2005. 
35. Morgan DL. Focus group interviewing. In: Gubrium JF, Holstein JA, eds. Handbook of 
interview research: Context and method. USA: Sage; 2002:59-82. 
36. Guest G, MacQueen KM, Namey EE. Applied thematic analysis. Sage; 2011. 
37. Ballou EP, Thomas K, daVanport S. What every autistic girl wishes her parents knew. USA: 
DragonBee Press. Autism Women's Network; 2017. 
38. Hillary A. The erasure of queer autistic people. Criptiques: May Day Publishing; 2014:121-
146. 
39. Butler J. Gender trouble: feminism and the subversion of identity. New York 
London: Routledge; 1990. 
40. Harrison J, Grant J, Herman JL. A gender not listed here: Genderqueers, gender rebels, and 
otherwise in the National Transgender Discrimination Survey. LGBTQ Public Policy Journal at 
the Harvard Kennedy School. 2012;2(1). 
41. Simone R. Aspergirls: Empowering females with Asperger syndrome. Jessica Kingsley 
Publishers; 2010. 
42. Lai M-C, Lombardo MV, Ruigrok AN, et al. Quantifying and exploring camouflaging in men 
and women with autism. Autism. 2017;21(6):690-702. 
21 
 
43. Butler J. Performative Acts and Gender Constitution: An Essay in Phenomenology and 
Feminist Theory. Theatre Journal. 1988;40(4):519. 
44. Murray D, Lesser M, Lawson W. Attention, monotropism and the diagnostic criteria for 
autism. Autism. 2005;9(2):139-156. 
45. Lawson J. An investigation into behaviours which challenge at university: The impact of 
neurotypical expectations on autistic students. Good Autism Practice (GAP). 2010;11(1):45-
51. 
46. Shields SA. Gender: An Intersectionality Perspective. Sex Roles. 2008;59(5):301-311. 
47. Crenshaw K. Mapping the margins: Intersectionality, identity politics, and violence against 
women of color. Stanford Law Review. 1991;43(6):1241. 
48. Crenshaw K. Demarginalizing the intersection of race and sex: A black feminist critique of 
antidiscrimination doctrine, feminist theory and antiracist politics. U Chi Legal F. 1989:139. 
49. Brown LXZ, Ashkenazy E, Onaiwu MG. All the Weight of Our Dreams: On Living Racialized 
Autism. USA: DragonBee Press An Imprint of the Autism Women's Network; 2017. 
50. Yergeau M. Authoring Autism: On Rhetoric and Neurological Queerness. Duke University 
Press; 2017. 
 APPENDIX 
Appendix 1: 
The discussions of this project were introduced as follows:  
Hello all! 😊:) This is the discussion timetable! I will post it here and you can also find it in the 
attachment below! I will send this post as a link to everyone in the group, so that everybody is 
aware of the fact that we are starting! I will also start doing weekly alerts from next week, to 
remind you all of the subject we are talking about each week! :) So, without further ado, this is 
the timetable! 
21st March - 4th April: "Special interests and school experiences" 
(comments leading up to that were: "“Power of special interests. I was such a geek at school, but 
it really helped when I was being bullied and such like.”, “Bullying”, “Schooling and education, 
whether we coped or not and achieved or not.”, “Coordination and team sports.”, “What peoples' 
special interests were, might be interesting as girls and boys are supposedly different in their 
special interests. And were you ever able to share that interest with anyone?”") 
4th April - 18th April: "Personal identity (including sexual identity) 
(comments leading up to that were: "“Our awareness of our difference from others, the specific 
differences we were aware of as well as general feelings about it, how we processed that and 
made sense of it.”, “ "Gender rules" and how much of androgyny with people with Asperger’s 
might be hormonal, and how much might simply be choice of non-conformity.“ , “Why people on 
the spectrum are less likely to conform to "norms" of any kind.”, “A broader discussion of how 
often with young girls it is "not understanding" of gender roles, and how much is conscious 
choice.”, “Development of a unique self - identity.”, “The effect of being autistic on self-identity”, 
“Puberty, emerging sexuality and sexual identity.”, “Gender bending”) 
23rd April - 7th May: "Misdiagnosis and co-morbids". 
(comments leading up to that were: "“ Misdiagnosis”, “Co-morbids (I have CAPD, prosopagnosia, 
and dyspraxia, for example).”, “Co- morbids, both psychological and medical.”, “At what kind of 
age group might we have benefited by knowing about Asperger’s.”") 
7th May - 14th May: "Emotions, emotional regulation and sensory issues" 
(comments leading up to that were: "“Emotional regulation (or lack of).”,“ Emotions”, “ Mental 
health”, “Sensory issues leading to anxiety”, “Childhood and stims”, “Suicide”, “Suicidal 
depression”, “Blame/shame the victim”, “Selective mutism”, “Anxiety”, “Fears as a child which ties 
into the anxiety.”, “Anxiety as a "normal" state on the spectrum (i.e. not pathological)”, “The 
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experience of being overwhelmed - how did you experience it, were you able to explain what was 
going on or anticipate it?”, “Communication and ability to communicate needs. That ties into 
emotional regulation and sensory overload.”) 
14th May - 28th May: "Personal safety and relationships with others" 
(comments leading up to that were: ""Personal safety"., “The topic of personal safety is MOST 
important. The incidence of abuse on many different levels is likely to be prevalent.”, “Friendships 
and the form they took”, “ Friendships”, “Expectations from adults (including in the eras prior to 
Asperger’s being recognised) - including mistaken ideas as to *why* the child behaves as he/she 
does!”") 
Those are some of the subjects suggested so far. Feel free to comment on these or add even 
more to each topic! :) 
YOUR LIKES MATTER! If you don’t feel comfortable posting (which of course you are all 
encouraged to do) please connect at the group from time to time to “like” other people’s 
comments, because I am trying to get as much participation from you as possible! Thank you! 😊:) 
The comments mentioned above were subjects the participants suggested as areas they would 
like to discuss during this project.  
LAY SUMMARY 
Background: This paper is trying to look at a new part of autism research. It reports on what 
autistic adults who were raised as girls say about their feelings in relation to their gender – 
whether they feel more like typical women, more like typical men, or feel differently to both.  
Method: The research used online discussion groups and forty-three individuals who had 
been raised as girls chose to join the group and be part of the research. Participants from eight 
countries decided what they would talk about. This means that they chose the topic of gender 
identity as one that was important to them.  
Results: Most said that they did not feel like they were similar to typical women and they 
gave different reasons for this. Some thought it was because they were autistic and some 
thought it was to do with people around them putting pressure on them to be more ‘girly’.  
Participants often said they had been tomboys or wanted to be a boy growing up and their 
personal interests were very important to them.  
Conclusions: The discussion looks at how autistic people are sometimes forced to act in 
certain ways in order to fit in, and how this can make them feel confused and depressed. The 
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research design was led by the participants and this meant that a group who have rarely been 
asked their opinion were able to have a say. Because the research was all online, the 
participant group could be larger than usual and came from all over the world. This paper 
shows that it is important to understand a person’s environment, in order to really understand 
how autism affects them.  It also shows that autistic people can give important information 
that helps others understand them better, and the only way to get this type of information is to 
ask autistic people. 
TABLES 
 
 
Table 1: Key Data Tasks and Participant/Researcher Roles 
 
 
Data task 
 
 
Participant 
 
First author 
Stage 1:  
Unstructured discussion on 
potential topics 
Contributes ideas Themes ideas into 5 most 
popular topics 
Stage 2:  
5 unstructured discussion 
topics, staggered over a 3 
month period 
Contributes to any or all topics 
by posting or ‘liking’ posts 
Analyses data into themes and 
sends out to participants for 
comment 
Stage 3:  
Feedback on final dissertation 
Provides commentary on final 
dissertation 
Incorporates commentary into 
the final dissertation 
 
 
Table 2: Participants’ responses regarding gender identity 
Themes Mentioned by participants: 
(comments or specific likes) 
Not relating to typical presentation/activities of the female 
gender 
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Fluid sense of gender/gender queer/ identifying with both 
genders 
9 
 
Tomboy  8 
Sense of identity revolving around interests or company 8 
 
Enjoying both female and male activities  7 
Wanting to be a boy growing up  7 
Not identifying with either gender  7 
Feeling more like a boy than a girl/Transgender 1 
 
 
